Background: Illness adjustment is a widely studied area in the palliative care context. However, research focussing on how altered body image can affect men and women in palliative care is limited and unclear. Aim: To explore the links between palliative care patients' affected sense of self, altered body image and terminal illness adjustment. Design: Semi-structured interviews were conducted, and the Interpretative Phenomenological Analysis approach was used to analyse patients' experiences. Setting/participants: English-speaking, adult palliative care outpatients were interviewed at a local community hospice in the United Kingdom. The mean age was 55 years (ranging from 35-65 years). Results: Analysis of accounts indicated three superordinate themes: (1) 'Not being me': self-discrepancy, (2) existing in the landscape of loss, (3) living and thriving in the landscape of loss. The most disturbing issues, such as appearance-focussed struggles and low bodyconfidence, were stemming from participants' frustration over their lack of control and their attachment to their former self-image.
What is already known about the topic?
• • Terminal illness may advance rapidly, impairing cognitive mechanisms and limiting the body's function to perform identity relevant tasks. • • Bodily changes affect the self, yet body image changes are under-researched in palliative care patients.
• • If changes affecting the self are not adequately addressed, it can result in diminished self-concept and worse psychological outcomes.
What this paper adds?
• • Qualitative analysis of the links between self-discrepancy and terminal illness adjustment.
• • Highlights that appearance-focussed and personal identity struggles were among the key issues for both men and women. • • Describes how discrepancy-based processing (i.e. 'not being me') and rigid attachment to former self can have harmful consequences on palliative patients' abilities to cope.
Introduction
When cure may no longer be an option, quality of life becomes the main objective for the patient, family and service providers. 1 Palliative patients suffer from physiological and psychological difficulties including threats to their sense of self. [2] [3] [4] [5] [6] In adjusting to terminal illness, individuals have to overcome impairment to personal and social identities. 7 Being a palliative care patient involves a constant awareness of the fragility of life, as patients try to arrange their lives to incorporate treatment and individual goals. Terminal illness is often depicted as a 'turning point', which can transform individuals' lives in both negative and positive ways. 7 Although these patients may not be cured, they may experience 'healing', a sense of well-being that is derived from overcoming an aversive state to restore integrity. 8 Positive aspects of long-term illness entail an expansion of personal boundaries by integrating past and future perceptions in a way that enhances the present life8 and the ability to derive benefits from adversity (i.e. post-traumatic growth). 9 It has been suggested that post-traumatic growth may facilitate adjustment to disease, but it is less clear whether growth can be linked to decreased psychological distress. 10 Furthermore, bodily changes after invasive treatments can lead to significant distress 11 where a belief in self-efficacy, coping and work towards accepting a new image is undermined and patient morale may suffer and care needs increase. 6 Historically in the UK, the larger proportion of palliative patients will have advanced cancer and the smaller proportions are those with end-stage organ failure and neurodegenerative diseases. 12 Generally, terminally ill patients in the UK are referred to hospices, which are places where specialist care and support are delivered. The majority of hospice care (~84%) is provided through community-based settings. 13 All care is free of charge in UK hospices, and based on patients' medical needs, a range of services are available from in-patient care to hospice day care. At the day care units, outpatients usually attend services 1 day per week, which may involve pain control, symptom relief, specialist nursing care and complementary therapies (e.g. physiotherapy). It has been argued that within palliative care, many health professionals focus on physical rather than psychological symptoms. 14 The support is often restricted to pharmacological interventions that aim to ameliorate negative consequences of the diagnosis such as anxiety and depression. 15 There are a plethora of studies [16] [17] [18] [19] [20] [21] [22] [23] [24] [25] that have focussed on body image of individuals affected by cancer; however, to our knowledge, only a few studies 26, 27 have investigated the issue of altered body image and adjustment among palliative care patients. This may indicate that body image issues in palliative care may be overlooked.
The processes from diagnosis to treatments and palliative care could be described as 'embodied life events' in which patients alter their social concept of the body and conclude what this means for their personal identity. 16 Palliative patients' identities can be a convoluted subject in relation to adjustment. One way to disentangle the interplay between self-concept and patterns of helpful/unhelpful behaviours which facilitate adjustment is by using exploratory constructivist qualitative research, focussing on the meanings attached to these issues by patients. 28 Thus, this study is influenced by constructivism and is ontologically rooted in interpretivism, where a phenomenon and its meaning is conceptualised as being continuously altered through social interactions. 29 Accordingly, the current study employed the Interpretative Phenomenological Analysis (IPA), 30 which is deep-rooted in phenomenology and symbolic interactionism, and it seeks to understand the expression of human experience as it occurs within the social world. This study is novel in a sense that it used IPA to analyse a series of semi-structured interviews to explore how altered body image is constructed within the terminal illness experience.
Methods

Participant selection
Consistent with IPA recommendations, 31 our aim was to find a fairly homogeneous sample with similar demographic/socioeconomic state profiles, sharing the experience of being diagnosed with a terminal illness and receiving palliative care. In the context of long-term illness, personal and social factors that affect adjustment to illness are closely interrelated. 10 Factors, such as class, race, ethnicity and age, play essential roles in illness adjustment. For instance, adjustment of an 80-year-old man differs from that of a middle-aged man. 32 To reduce unwanted variation in the current study, we aimed to recruit a younger adult population (between 18 and 65 years old) through a local day care hospice. Newly admitted patients (<4 weeks) were excluded, as admission time can be anxiety provoking for some.
First, we purposively selected a larger volunteer sample of outpatients (N = 35) who were attending the day hospice and were equally eligible to be interviewed. From this purposive sample, 13 people were randomly assigned for the interviews. This was done to achieve the target sample and to reduce selection bias effects. IPA studies generally recruit small samples, as IPA aspires to construct a very detailed interpretative account of the interviews and to produce an in-depth analysis about perceptions and experiences. 31 Therefore, a target sample of 10 to 13 participants was decided, depending on data saturation. Data saturation was defined by the richness of data, and as the point in data collection and analysis, when repetitive comments were observed and new information added little or no change.
Data collection
Overall, 13 interviews were facilitated individually by a female Health Psychologist (first author) who had met the participants prior to the interviews. Participants were interviewed once for about 40 min over 3 days (13, 20 , and 27 July 2016). The interviews took place at a local community hospice in Central England. The interviews were conducted in a room within a hospice where confidentiality could be maintained and were recorded with a Dictaphone. Field notes were made following the interviews. All the recordings were stored securely on a computer. A list of topics offered a provisional structure to the interview and these were intended to be broad to allow participants to raise issues, which they felt were imperative. These topics were as follows: (1) Describing thoughts and feelings about the body; (2) How illness has affected day-to-day activities, social life and sexual life; (3) What would help to cope better with changes?
Analysis
IPA analyses of semi-structured interview data were conducted, and the strategy was to move from the descriptive to the interpretative analysis. 30 The focus was upon a 'person-in-context', 33 how a specific individual in a specific circumstance understands his or her experience in the context of that individual's 'relatedness' to the phenomena. The transcripts were studied in three main phases: (1) constructing exploratory summaries, (2) exploring linguistic aspects, and (3) engaging with the text interrogatively and conceptually. 30 In terms of assessing validity, Yardley's 34 recommendations were followed and an 'independent audit' was carried out by a Senior Health Psychologist (second author). Verbatim excerpts from participants were used to support arguments being made 30 and the consolidated criteria for reporting qualitative research (COREQ) 35 were followed.
Reflexivity
The authors acknowledge that their own beliefs, and interests in applications of phenomenological ideas to health psychology, and experiences about palliative care could have influenced the interpretation of the data. While a relativist position was used with regard to the data collected, the analysis was underlined by both a relativist and realist position.
Ethics
Ethical approval was gained from the Staffordshire University, Faculty of Health Sciences Ethics Panel in May 2016. The guidelines recommended by the British Psychological Society 36 were used to ensure ethical practice. All participants were given an information letter and consent sheet. At the end of each interview, participants were given a debrief sheet and were invited to reflect on their feelings or any concerns about the interview. The participants were also reminded of the opportunity to request additional information and to access the report, which would be developed from the study. To ensure anonymity of the participants, pseudonyms were used to identify respondents in the report.
Results
Participant characteristics
Thirteen participants were interviewed for the study and nobody declined. Fifty-four percent of participants were female and the mean age was 55 years (ranging from 35-65 years), only four out of the 13 people reported receiving psychological support at the time of the interview. Participants' summary details are given in Table 1 .
Themes
Analysis of accounts indicated three superordinate themes: (1) 'Not being me': self-discrepancy, (2) existing in the landscape of loss, (3) living and thriving in the landscape of loss. These themes reflected on the processes that foster inflexible or flexible adjusting to a self-identity crisis resulting from a terminal diagnosis. Furthermore, the main themes consisted of interrelated subordinate themes (see Table 2 ) adding further depth in conceptualising the phenomenon.
'Not being me': Self-discrepancy
The eroded self-image. 'I would describe myself as a deformed troll'. All the participants experienced changes to their bodies and self. Body image dissatisfaction, feeling old and worn out in one's own body were predominant occurrences.
If it wasn't for the fact that my husband wasn't as ill as he was . . . I would have to hide in a box rather than let him see me naked. Err . . . my legs have gone misshapen and are huge, and the skin and texture it's like they are going . . . as if the pores of the skin are swollen and grown out and they are grown like warts. But they look like err, I can't describe it in anything else, so it's like blisters, but they look like warts dents have appeared within the legs as well. And to me it looks like a troll. So I would describe myself as a deformed troll. It's horrible . . . (Sandra, 57 years) Loss of body functionality. All the participants had become less mobile and less confident in their bodies. This affected their abilities to work, drive, cook, and play or do certain house chores. In light of the reduced sense of self-sufficiency, they experienced an array of negative emotions (e.g. anger, frustration and sadness) that were closely connected with the experience of not being able to control or change this aspect of life.
Sometimes it gets me down when I can't do things, I do feel wobbly every now and then. I don't have a go at anybody else just with myself. I slap the bloody side, or I kick something, easy things that I used to be able to do and I can't do them that does send me loopy. But I know I can do, but me body can't. And I think 'Oh I can do this, it's easy!' And I can't do it now, and it does make you go mad. (Martin, 55 years)
Gender identity struggles. Women and men both noted that they struggled to maintain their old sense of gender identities. While women felt less feminine and Reduced social life. Change of social self and reduced social life was also found across all the interviews and was associated with a sense of not fitting in, losing of friends, feeling insecure and vulnerable in one's body and being dependent on family members and carers. I think they perceive me differently. I mean I've lost friends and err . . . because I've slowed down so much I suppose I can't keep up with them anymore. And I don't know it just feels like as people just think 'Oh God! Not going with Joanna, she is just too slow!' I can't talk to them. I get really tongue tied. I've got invited to a summer party, to Carole's. This is one of my old friends I still see. Well, I don't see much of her now. I can't go. I can't go out with people. I don't feel comfortable. (Joanna, 52 years)
Existing in the landscape of loss
'I try and block it out'. Accounts of loss illuminated some recurring patterns in people's reactions that fostered reactive coping, inflexibility and limited capacity to deal with the losses. To address the felt sense of self-discrepancy, participants acquired different forms of reactivity patterns. Although these aspects of self-management were considered as temporarily efficacious for surviving loss, they prevented participants from fully engaging with life. These strategies often resulted in a sense of numbness and reacting to events in a mechanical or anxious and angry way. Generally, when participants attempted to avoid being in contact with feelings, thoughts or other external experiences, they were aware that this strategy only provided them a temporary solution and required lots of effort. 'I do cover myself up'. Commonly, struggle is a sign of nonacceptance and a step towards effective coping is positive acceptance. The participants' struggles with nonacceptance resulted in unhelpful 'fixing' behaviours, for instance, trying to hide perceived physical flaws.
I do cover myself up when I get out of the pool, actually. Which I never used to do. And friends say, you know 'You don't look that bad!' but, you know I just feel, I don't know, it's just very, very depressing. And it does annoy me when people say, 'Oh you look fine!', because I know they are lying. They just saying to sort of cheer you up. The reality is that you've got to adjust to it and accept that you are not that person before the diagnosis, really. (Keith, 54 years)
Living and thriving in the landscape of loss
Communal coping. Restoration of the eroded selfconfidence was related to finding ways in enhancing old, self-centred views to re-establish a self that has the capacity to grow, to be proactive, and foster psychological flexibility. Participants reported that they consider the day hospice as a safe space where they can share universal experiences and flourish socially, which in turn increases their sense of self-efficacy and positive emotional reactions to adversity. There was a general sense of gratefulness when participants talked about the unconditional support that they receive from family members, which aimed at further easing their hardships and the transitioning from lack of selfsufficiency to positive illness adjustment and an improved quality of life.
I lost my hair during the second course of treatments. But the consultant did say, 'You are going to lose your hair'. And I says, 'Oh okay'. But it's growing back a bit now. But I will lose it again, but that's okay. I'm not bothered this time. I can live without hair, it doesn't bother me, you know. Err . . . me Mum says to me 'It doesn't matter if you have hair or not Angela, it doesn't does it?' she says, 'As long as we got you that's all that matters!'. And that helped me. Family, they really have been amazing. I can't fault them at all. All of them have been really good. (Angela, 47 years)
Discussion
Key findings
The patients' insights demonstrated that body image distress was prevalent among all respondents regardless of gender or diagnosis. Body image changes in terminal illness were shown affect the sense of self through three key themes. These themes illuminated different embodied selfexperiences, such as the primary experience of self-discrepancy, the experience of being in the landscape of loss, and finally, making the most out of the circumstances and thriving in the midst of loss. The most disturbing issues, such as appearance-focussed struggles and low body-confidence, were stemming from participants' frustration over their lack of control and their attachment to their former self-image.
What this study adds
The present findings add to the body of knowledge on palliative care by demonstrating the links between patients' affected sense of self and terminal illness adjustment. Discrepancy-based processing has been examined in various health-related contexts (e.g. chronic pain). 37 A close representation which is conceptualised based on the perceived difference between one's 'actual' and 'ideal' self is 'Self-Discrepancy Theory'. 38 According to this, higher level of perceived incongruence between the ideal and the actual self will result in high-arousal negative cognitions, such as anxiety and distress. In the terminal illness context, self-discrepancy appears when patients perceive themselves as the present person who is not the person s/he wants to be (i.e. undesired self) and fall short to live up to their own ideas of former self (i.e. ideal self). In our study, such discrepancy-based processing triggered negative self-evaluations among the participants, such as body image dissatisfaction and low body-confidence. Regardless of gender, respondents reported disturbance in their appearance and confidence, which contributed to their gender identity, sexual and social life struggles. Some experienced body-related embarrassment, which generally occurs when a person sees him/herself as differing from the cultural standard, and it depends on the internalisation of this standard as a personal ideal. 39 Terminal illness and its treatments caused various changes in participants' bodies (e.g. hair loss, tooth loss, weight loss/ gain, skin changes, lymphoedema, muscle atrophy, brittle nails and scars) and body image distress was stemming from participants' frustration over lack of control and their attachment to their former self-image. As we stated earlier, the construct of body image has received attention in the oncology literature; however, the context of palliative care remains underexplored as the majority of studies have focussed on women's experiences and advanced breast cancer, 26, 40 and HIV. 41, 42 Our study showed that body image dissatisfaction was prevalent among almost all respondents regardless of gender or diagnosis. The appearance and gender-related identity struggles coupled with the loss of body functionalities left most participants with a feeling of not fitting in and vulnerable in their current social environment. Inevitably, those whose middleaged bodies are frail, who are carrying a terminal disease and can no longer socially identify with the contemporary 'healthy and highly functional body' ideal may struggle to accept their altered body image. 43 In terms of dealing with self-discrepancy, participants employed various coping strategies and utilised external supports that were effective to some extent. Psychological inflexibility 44 is based on Hayes' inverse of the flexibility model and claims that it relates to an individual's inability to be in contact with the present and modify behaviours according to the situation. Strategies that are ineffective for palliative patients have been described as coping mechanisms that do not ensure satisfactory quality of life or physical, emotional and social well-being. 4 Within our sample, the strategies that promoted psychological inflexibility were considered 'reactive' in nature as they only temporarily attenuated the aversive feelings associated with losses and closely linked to a self-centred focus. Resigned or passive acceptance was also salient and considered as an ineffective response to undesirable events. Passive resignation has been associated with poor health outcomes, for instance, with decreased survival time in gay men with AIDS. 45 On the contrary, positive acceptance refers to equanimity with momentary internal and external experiences. 46 In psychological therapies, acceptance has an essential role in cognitive defusion, allowing aversive memories and experiences to be defined so that cognitive processing can take place and the individual can integrate these difficult experiences into her or his self-narrative or let them go. 46 Conversely, resigned acceptance influences the trajectory of the emotional experience by maintaining emotional reactivity and the need for cognitive change.
Implications for theory and practice
Overall, the IPA themes highlighted that there is a close interrelationship between how patients progress and adjust in a dynamic and unique way. As Figure 1 shows below, the participants described how terminal illness and altered body image affects the sense of self and how adjustment may be influenced through various factors. Depending on external factors (e.g. available information and support), patients appear to oscillate between these states of reactive and proactive coping.
The spiralling model illustrates that terminal patients' sense of self is fragile and often oscillates between an old/ reactive and a new/proactive sense of self, in a nonlinear way. The subordinate themes (see Table 2 ) and the participants' narratives illustrate how this unfolds. Discrepancy-based processing involving body image and body functionality is the starting point, which triggers a sense of self-discrepancy. However, this self-discrepancy also presents an opportunity for patients to adjust and restructure the self by expanding a self-focussed attention into a wider, less self-centred viewpoint through relationships and daily activities. The model highlights that effective holistic support requires recognition of the individual psychological needs of each patient. In order to widen the capacity to cope, health professionals could help patients to identify what prevents them to fully engage with life and what strategies and interventions would help them to move forward towards personal growth. Building on the proposed model, when devising a psychological intervention for palliative patients, clinicians may consider including aspects of psychological flexibility to increase quality of life outcomes.
In our study, one factor that enhanced psychological flexibility was communal coping. The term communal coping refers to a social appraisal (e.g. people perceive a stressor as 'our' problem) as opposed to an individualistic appraisal (e.g. 'my' problem) and activates a process of collaborative coping. 10 Participants' assertions are in line with studies that have highlighted the importance of belonging and being socially connected during attending palliative day care. 2, 47 While a felt sense of 'loss of self' in chronic conditions can be exacerbated by social isolation, 48, 49 sharing the burdens of suffering with others enables patients to see the universal dimension of their illness (i.e. illness is impersonal, as opposed to personalising/being attached to 'why me?!'). It strengthens coping skills and increases self-sufficiency because they engage in what is most important to them.
Strengths and limitations
The strengths of this study are that it used interviews to explore in depth the issues faced surrounding body image within a group of people receiving palliative care. The interviews explored a sensitive topic within a vulnerable group who openly spoke about their difficult and often upsetting experiences. Another strength was the use of IPA to interpret and analyse the interviews, where guidelines and procedures were strictly adhered to. However, some limitations should be considered when interpreting the results. The respondents were exclusively middleaged, White Caucasian, ambulatory, and mainly of middle class; therefore, the experiences with palliative care were potentially biased by a heterosexual, middle class worldview and restricted on individuals who had day hospice access and who were mobile. In addition, our sample may not be representative of the general palliative outpatient population as those patients who attend day hospice may have different social preferences, expectations and support needs than those who do not attend or those who are older; thus, their experiences may differ. Finally, the majority of the participants interviewed in this study had a cancer diagnosis. It would be useful in future research to explore in further depth the experiences of those with other, noncancer diagnoses.
Conclusions
A clear message from this study is that discrepancy-based processing (i.e. 'not being me') can trigger negative selfevaluations, such as body image dissatisfaction and low body-confidence among palliative patients. Rigid attachment to former self including body image can have harmful consequences on palliative patients' behaviours. Grief has its own timing, defending against loss can be an intelligent and compassionate response as it gives patients the space and time to regain some energy, perspective and balance. However, if these ineffective strategies become ongoing attempts to control the experience, then personal growth cannot unfold, and it prevents the individual from fully engaging with life. Insights from participants elucidated the importance of organised emotional support. Managing body image distress is a vital part of psychological practice in the field of palliative care. As part of this, it is essential for health professionals to educate patients and their families about the processes, emphasising the normal and natural changes that may happen, and assist on how they can achieve the best possible quality of life.
